Objective To provide suggestions for clinical care of youth with disorders of sex development (DSD) and their families, by drawing on preexisting pediatric psychology literature with a particular focus on child sexual abuse (CSA) genital exams. Method Relevant peer-reviewed papers published since 1990 in the CSA literature were systematically reviewed, as well as an illustrative sample of general pediatric psychology papers. Results Empirical research from the CSA literature provided information on prevalence of distress and the impact of provider behavior, the importance of preparation, and proposed interventions. Expert recommendations from CSA literature and general findings gleaned from pediatric psychology also address these issues. Conclusions Psychological findings in the CSA pediatric population suggest that fears and anxieties are not universal and can be linked to a number of variables. Based on this review, we make a number of recommendations for potential interventions for youth with DSD and their families, emphasizing the need for further clinical research.
Disorders of sex development (DSD) are "congenital conditions in which development of chromosomal, gonadal, or anatomic sex is atypical" . This heterogeneous group of disorders includes some that present prenatally or in the newborn period with ambiguous genitalia, and others that are diagnosed later in life, typically owing to problems with pubertal development or fertility. This review focuses on the potential impact of the genital exam on children with DSD and ambiguous genitalia. DSD are relatively rare and generally understudied conditions, particularly with regard to the impact of medical care on quality of life. The dearth of empirical guidance has led to sometimes widely divergent beliefs and practices across and within sites, although steps have been taken to develop consensus (Consortium on the Management of Disorders of Sex Development, 2006; Lee et al., 2006) . The myriad of issues includes the complexities of determining gender assignment, decision-making about whether to perform "elective" surgeries to create genitalia that are more "typical" for a gender-assigned child, and long-term outcomes regarding fertility, sexuality and intimacy, body comfort, social and psychological health, and urological function. Though considerable energy is being devoted toward large-scale initiatives intended to provide a quantitative basis for clinical decision-making (Sandberg, Callens, & Wisniewski, 2015) , one issue impacting individuals with DSD with little research attention or clinical discussion thus far involves the subjective perceptions and experiences of youth who have frequent medical and genital exams.
Youth with DSD and atypical genitalia may undergo extensive and/or recurrent genital exams throughout infancy, childhood, and adolescence, with the potential to enhance feelings of embarrassment, and highlight anxieties. Because the literature on the impact of these exams in DSD is sparse, we have reviewed the literature with regard to genital exams in another vulnerable population, those who have experienced child sexual abuse (CSA). We use the sexual abuse population as one involving youth who may be at high risk for particular discomfort and shame during such exams, and extrapolate to inform care in the area of DSD. We also discuss some general findings in pediatric psychology for reducing distress and anxieties during pediatric exams as information that can be exported to the DSD clinical and research community. We chose the most relevant peer-reviewed papers published since 1990 in the CSA literature, as well as an illustrative sample of general pediatric psychology papers. Overall, the purpose of this manuscript is to provide suggestions for clinical care of youth with DSD and their families by drawing on preexisting pediatric psychology literature with a particular focus on CSA genital exams.
Medical Experiences of Youth With DSD
In a tertiary care pediatric hospital, children with DSD and ambiguous genitalia may receive care from specialties such as urology, endocrinology, gynecology, genetics, and mental health, with occasional input from ethicists, lawyers, and others, depending on the needs of the individual and family. These patients often face challenges related to body image, gender identity, fertility, sexual function, and overall quality of life (Fliegner et al., 2014; Herlihy et al., 2011; Jurgensen et al., 2014; Kuhnle, Bullinger, & Schwarz, 1995; Zhu et al., 2012) . Psychological concerns are common, including depression, anxiety, and body dissatisfaction, specifically related to the appearance of the external genitalia (Mueller et al., 2010; van der Zwan et al., 2013; Wisniewski & Mazur, 2009; Zhu et al., 2012) . As a result, individuals often struggle with developing intimate relationships and social adjustment in general (Gupta, Bhardwaj, Sharma, Ammini, & Gupta, 2010 ).
An Evolving Field
Increasing awareness of these psychosocial challenges has led to various practice recommendations by experts in this area. For example, almost a decade ago, formal changes in nomenclature were recommended to replace terms considered pejorative, such as "intersex" and "hermaphrodite," with DSD (Dreger, Chase, Sousa, Gruppuso, & Frader, 2005; Lee et al., 2006) . However, questions around terminology are far from resolved and some recommend an individualized approach based on family and child/adolescent preference (Davis, 2014) . Additional recommendations have included early gender assignment after evaluation by an interdisciplinary team of specialists and open communication with the patient and family Wilson et al., 2012) . Nevertheless, debates regarding best practices abound and are likely exacerbated by a dearth of rigorous empirical studies to guide clinical care. Despite an increasing awareness about DSD in the medical community, many gaps in knowledge exist, and patients with these conditions often report decreased satisfaction with health care (Thyen, Lux, Jurgensen, Hiort, & Kohler, 2014) .
Difficult Experiences in the Health Care Setting
It may be difficult for individual providers to fully appreciate the medical experiences of some patients with DSD. For some families, this experience starts during the pregnancy, as many parents opt to learn the gender of their baby early on. For the next 4-5 months they eagerly prepare for a boy or girl. At the time of birth, however, they receive life-changing news from the nurse, obstetrician, or pediatrician that the gender assignment is no longer clear. Several providers may come to examine the baby's genitals. Transfer to a tertiary care center is recommended after which there will be additional genital examinations by nurses, trainees, and senior physicians in endocrinology, urology, and/or genetics. Although often these exams are crucial for accurate diagnosis and medical management, parents have expressed negative feelings about these encounters, feeling like the baby was on display or a "show-horse" (Crissman et al., 2011) .
After discharge, the baby will be seen as an outpatient by all or some of these specialists, or their colleagues, for further examinations and testing. Pictures of the genitals may be taken in the inpatient and outpatient setting, to facilitate further discussion of the case. Several weeks may pass before a definitive diagnosis is made, if at all. All of these encounters occur during a time that is already physically and psychologically draining for new parents, and for many families it is just the beginning of a long road that is filled with medical visits and procedures. Parents may continue to worry about their child's health and quality of life, and whether they made the right decisions regarding gender assignment and surgery. Meanwhile, the child may grow to dread medical visits, anticipating uncomfortable and invasive exams.
One area that has been highlighted as a potential source of anxiety and discomfort involves the genital examination and medical photography (Creighton, Alderson, Brown, & Minto, 2002; Crissman et al., 2011; Money & Lamacz, 1987; Streuli, Kohler, Werner-Rosen, & Mitchell, 2012; Wiesemann, UdeKoeller, Sinnecker, & Thyen, 2010; Wilson et al., 2012) . These patients may be seen by several different medical providers and undergo repeated genital exams and procedures throughout their lives. For instance, Streuli et al. (2012) poignantly quote a parent stating that her child suffers owing to multiple checkups, going to different doctors who ". . . constantly look at the genital area, let others look at it, make photos of it. . ." (p. 3). Interdisciplinary treatment teams are often found in teaching institutions, where patients may be examined by several trainees and/or mid-level providers before seeing the Attending Physician (Crissman et al., 2011) . Youth and families may also be examined in rooms crowded with clinicians from various disciplines (e.g., endocrinology, urology, and gynecology) along with trainees. In fact, when a condition is rare, clinicians may be more inclined to involve trainees to increase expertise and awareness. However, this practice can also leave patients vulnerable to feeling dehumanized or even mortified in more extreme scenarios.
These examples highlight the sensitive nature of issues involved in the care of pediatric youth with DSD, and demonstrate that these patients and families often need psychosocial support (Ozbaran et al., 2013; Sandberg, Gardner, & Cohen-Kettenis, 2012) . Despite the variability between different types of DSD, many psychological problems like anxiety, depression, adjustment issues, and discomfort surrounding genital appearance and examination are shared (Creighton et al., 2002; Crissman et al., 2011; Money & Lamacz, 1987; Ozbaran et al., 2013; Streuli et al., 2012; Wiesemann et al., 2010; Wilson et al., 2012) . Given that careful genital examinations are often an essential component for establishing an accurate diagnosis, omitting them is not an option. Therefore, to improve care, it is critical to first systematically assess whether these examinations are in fact distressing, and then develop more formal guidelines to help minimize the negative psychological impact of such medical encounters.
Genital Exams
The Clinical Guidelines for the Management of Disorders of Sex Development in Childhood (2006) provide some general recommendations for the medical examination. These include suggestions for clinicians to remain calm, reassuring, and open, and to use the patient's preferred gender terminology. The guidelines also recommend minimizing the number of health care professionals involved in a child's care and the avoidance of repeated exams, in particular those which involve measurement. In addition, they suggest photographing genitals only when necessary and being meticulous about preserving confidentiality. In summary, these guidelines emphasize treating the child with humanity and care, and avoidance of imparting a message of stigma or "freakishness" to a child or their family.
Although helpful, the 2006 consortium guidelines for the management of DSD in childhood are nonspecific regarding preparation of the child and family for the genital examination, and with regard to specific medical practices meant to minimize discomfort. Aside from some persuasive qualitative and anecdotal information, there is minimal empirical information regarding the likelihood of distress during pediatric genital exams, and/or predictors of distress among pediatric patients with DSD.
While not extensive, the CSA research offers some empirical evidence regarding the experience of vulnerable children with high risk for shame and distress during genital exams owing to their traumatic histories. Although children and adolescents with DSD differ from youth with CSA, namely with regard to the interpersonal trauma and betrayal commonly experienced by CSA survivors, there are commonalities. Both populations often experience more invasive genital exams than their peers (sometimes involving photography), and both groups often endure genital scrutiny in a medical setting (Newton & Vandeven, 2010; Tishelman, Meyer, Haney & McLeod, 2010) . Therefore, we seek guidance from the CSA literature to inform practices that may be helpful to the DSD population. Berson, Herman-Giddens, and Frothingham (1993) noted that a medical CSA exam can be stressful for children; many of their initial practice recommendations have been reiterated through the years. Their practice suggestions followed a protocol developed by the Duke University Child Protection Team. As with DSD, at times their protocol involved taking photographs during exams. They report "lessons learned" from the evaluation of more than 500 children with techniques developed specifically to reduce anxiety. In this protocol, the person preparing the child for the medical exam was not the same individual who conducted the exam, presuming that a child may be less comfortable asking questions and communicating with the physician performing the exam. They also suggest giving the child a choice between a male and female examiner and encouraging the child to make a written "report card" evaluating the practitioner. They use skills-based preparation, including use of imagery and breathing to control anxiety. Additionally, they suggest having a child rehearse the positions they might be asked to adopt during the examination and encouraged writing letters to the examiner expressing their feelings about the exam. Other suggestions include meeting with caregivers ahead of the exam. In summary, they recommend providing the child with adequate preparation for the exam, giving the child greater control, and debriefing a child and caregivers following the exam. Of note, their article assumes a high level of distress associated with these medical exams, while subsequent empirical investigations support a more variable level of anxiety and distress.
CSA Medical Examinations: Expert Recommendations
As with Berson et al. (1993) , Newton and Vandeven (2010) describe providing important medical and forensic information, but additionally highlight that the CSA exam itself can play a meaningful role by communicating positive and reassuring findings. Other recommendations include allowing the child to be "in control" of the exam, choosing whether a caretaker will be in the room with them, and never coercing or forcing a school-aged child to participate in an exam when highly resistant. Further, they note that the hymen is quite sensitive in a pre-pubescent child and should never be touched. While helpful, all of these recommendations are largely based on expert experience rather than an empirical foundation.
CSA Medical Examinations: Empirical Research Studies
We review relevant empirical research papers on CSA and the genital medical exam in the sections below. Table I provides a summary of these papers, including risk and protective factors, as well as general findings.
Prevalence of Distress and the Impact of Provider Behavior
A number of investigators have directed efforts toward exploring the prevalence of anxiety during CSA medical exams and, to a lesser extent, developing interventions designed to reduce stress and facilitate comfort. Lazebnik et al. (1994) interviewed 99 children, 3-17 years of age, about their perceptions of their CSA medical exam. Notably, the majority of youth did not perceive the exam as strongly negative, despite reporting higher levels of fear related to CSA exams versus general medical exams. The authors also found that prior negative medical exams may be associated with a child's perception of the CSA exam. Steward, Schmitz, Steward, Joye, and Reinhart (1995) investigated the responses of 43 mother-child dyads to colposcopic exams, with children ranging from 3 to 15 years of age. Dependent measures included child ratings of distress, emotions, dimensions of depression and location and relative painfulness of body touch, while mothers rated their own distress. Girls were relatively uninformed before the exam and rated feeling better after the exam. Qualitative information included comments by several girls indicating a preference for a same-sex examiner; others recommended that children be told that the exam would not hurt. Results also suggested that mothers had not prepared their daughters well for the exam, with only 7% of the children receiving preparatory information regarding the likelihood of the rectal and genital touches they might experience. Some children recommended involving other children with medical exam experience in the preparation of their peers for the exam.
In an attempt to better quantify patients' reactions to the genital exam, Gully, Britton, Hansen, Goodwill, and Nope (1999) developed The Genital Examination Distress Scale (GEDS) and reported on its psychometric properties for use with children ages 1-17 years. Physicians and others use this scale to quantify distress following the genital exam for children suspected of having been sexually abused. Dimensions rated include nervous behavior, cry, restraint, muscular rigidity, verbal fear, verbal pain, flail. Gully, Hansen, Britton, Langley, and Mcbride (2000) used the GEDS to evaluate children examined medically for CSA, finding that various factors correlated with higher rated distress in children, including variables associated with greater severity of CSA. Although unknown, it is possible that youth with DSD also vary in their levels of stress and distress, and that as with CSA, various factors predict higher levels of distress and discomfort in these populations.
Allard-Dansereau, Hebert, Tremblay, and BernardBonnin (2001) examined parental perceptions of child response to CSA medical exams. Fifty mothers were interviewed 6 months after an initial CSA exam. A number of children (60%) were perceived as feeling reassured following the exam, and physician behavior, including perceived kindness of the physician, was found to be an important variable related to maternal perceptions of child distress. These findings suggest that the DSD exam, as with CSA exams, may provide an important opportunity for physicians to emphasize positive factors whenever possible. This recommendation does not preclude the necessity of accurately conveying atypical or problematic findings, but does indicate that physicians can embrace opportunities to share encouraging findings as well. Horner, Scribano, Curran, Stevens, and Roda (2009) examined the responses of children aged 8-18 years on the Multidimensional Anxiety Scale for Children (MASC-10) before and after a CSA exam. Notably, most children did not self-report significant anxiety either before or after the exam. Higher levels of anxiety were associated with specific child vulnerabilities, including cognitive disability, chronic medical diagnoses, prior mental health diagnosis, and exams requiring anogenital cultures, more invasive sexual abuse, and lack of medical insurance. As with prior research, this study reinforces the variability of Key points emanating from this study were that parents perceived the medical exam as less stressful than anticipated, that parental distress was associated with less knowledge about what to expect, and with the child being >12 years of age. Ninety-seven percent of the parents anticipated that the exam would be stressful, while 66% of children reported feeling scared in anticipation of the exam. Negative feelings expressed by children included embarrassment and hesitance regarding medical procedures and equipment. Concerns expressed by youth included fears of being hurt and pain during the exam, reluctance to be videotaped, and lack of knowledge about the particulars of the exam. Children also expressed some concerns about the outcome of the exam. They mentioned factors that were helpful in facilitating comfort, and these included having a parent present, being reassured (i.e., told that the exam would not hurt), and being reassured that they were "ok" or "normal." In the discussion, the authors note that physician behavior was an important variable, impacting the child's level of comfort. They also suggest that physician interpersonal skills are critical aspects of positive experiences with these sensitive examinations, as is the provision of helpful information about the exam to families before the exam, to dispel anticipatory anxieties.
Scribano, Horner, Rhoda, Curran, and Stevens (2010) examined MASC-10 responses in 175 parent/ child dyads before and after anogenital exams. Similarly to Horner et al. (2009) , they found that most children were not severely anxious, although a group of children were significantly clinically anxious at both measurement points. In addition, physicians completed the GEDS, and only a small correlation was noted between these ratings and a child's self-report. The authors conclude that children have a wide variability in anxiety, and that physician report cannot substitute for a child's self-report. Gulla, Fenheim, Myhre, and Lydersen (2007) examined the responses of nonsexually abused children to anogenital exams. They hypothesized that, in general, such exams would not be perceived as traumatic when they took place in a setting constructed to be child-friendly. Unlike many of the studies reported above, participants were young preschool-age children, recruited in Norway. The examination included the use of a colposcope. A small percentage of children (7.7%) rated the anogenital exam as negative. Interestingly, a study by O'Donohoe (2011) suggested that newly qualified physicians were likely to overrate the distress of parents and children with regard to genital examinations. The Importance of Preparation Waibel-Duncan and co-authors published a series of articles examining child and family distress related to sexual abuse pediatric exams. One aspect studied was child and caretaker CSA exam knowledge and concerns, and the effect of preparatory information on children's exam distress (Waibel-Duncan & Sanger, 1999) . They found that the majority of adults (71%) received no preparatory information about the CSA exam, with 100% of caregivers desiring more exam information, emphasizing the importance of communication and information provision. They also found that parents often imparted incomplete or no information to the children before exams, with 88% of adults indicating that they provided no information to their children about how the exam would feel. Reasons cited by caretakers for their reticence in communicating about the exam with their children included their own lack of knowledge, emotional distress, and lack of understanding about how to communicate to children about such issues in a developmentally appropriate and nondistressing manner. Similarly, children reported not having enough information, and wanting more information before the exam. Most children reported mild to moderate levels of exam distress at three time periods: before the exam, after the exam, and during the exam. Increases in exam knowledge were associated with lower distress levels during CSA exams, again pointing to the significance of preparation and communication.
In a second study, Waibel-Duncan (2001) examined anticipatory appraisal and affect ratings of girls aged 8-14 years and adult guardians in a pediatric clinical setting after allegations of CSA. More than one-third of children reported relatively high worry about lack of exam information, not knowing who would be performing the exam, someone looking at or touching their anogenital area, and their physical health status. Adults also rated relatively high concerns about lack of knowledge of the exam, and their children's health. More than one-third of caregivers reported concerns about their children's distress and the possible pain associated with the medical exam. The author concludes that, consistent with prior research, children and families were inadequately prepared. Notably, experience with prior exams did not dissipate worry about the exam, suggesting that children and families may need reassurance and preparation each time. This is relevant to the DSD population who may undergo multiple and numerous anogenital exams as they develop. examined a select group of children and their appraisals of the CSA medical exam. Children were eligible to participate only if they were between the ages of 8 and 15 years, and were seen in a noncrisis setting by appointment in a child-friendly environment, which employed what the authors termed "developmentally appropriate preparatory and acute interventions by welltrained and highly experienced medical and psychosocial staff" (p. 27). Children were excluded from participation if they were in a state of acute distress or had cognitive impairments. Within this context, results were optimistic, indicating that most children rated the exam in a relatively positive light, and did not feel a sense of helplessness, or high levels of worry. In summary, this study suggests that child-centered interventions can be effective in ameliorating distress and concerns sometimes associated with genital exams in vulnerable youth.
Proposed Interventions
Waibel-Duncan and Sanger (2004) published a study investigating the coping strategies of girls ages 8-15 years and caregivers. Results indicated that participants engaged in active emotion-focused and problemfocused coping, including self-reassurance and distraction, social support seeking, and information seeking. The authors observed that younger children sought high levels of social support during the exam, a finding consistent with training caregivers to act as models or coaches for their children. Situational variables were also examined, and suggested that prior exam experience can aid children in using coping skills. Lower levels of active coping were observed when the medical findings were "nonnormal," a finding that could be relevant for the DSD population, but also could reflect the greater severity of trauma associated with atypical findings in the CSA participants.
Some authors have studied the responses of children with CSA histories to a specific intervention. For instance, Palusci and Cyrus (2001) examined reactions to videocolposcopy in the assessment of CSA, finding that children were generally interested in watching the genital exam magnified in real time during this procedure. Mears, Heflin, Finkel, Deblinger, and Steer (2003) similarly found that adolescents reported that watching the videocolposcopy during the exam was helpful. Authors speculate that this may help to reduce mystery and increase understanding of the exam. Hypothetically, this intervention may also function as distraction, a known strategy to increase tolerance to medical procedures. Lynch and Faust (1998) exposed children aged 5-13 years to a participant modeling film. They found that nurse and maternal ratings indicated lower fear levels for these children, as well as less behavioral distress and higher compliance than for children who did not see the videotapes. Similarly, Rheingold, Danielson, Davidson, Self-Brown, and Resnick (2013) used a video intervention for child and family distress related to the CSA examination. They created a brief psychoeducational videotape with information provided regarding medical procedures and coping strategies. Findings indicated that both children and caregivers positively received the videotape. All children and caregivers, in both the intervention and the control groups, indicated decreased anxiety after the exam.
Pediatric Psychology: General Recommendations
The literature in pediatric psychology is replete with examples of innovative interventions meant to reduce the stress and distress of children and families subjected to medical interventions. Although a comprehensive review of this literature is beyond the scope of this article, some important findings can be summarized. For instance, Carmichael, Tsipis, Windmueller, Mandel, and Estrella (2015) interviewed mothers of children involved in what they term the "diagnostic odyssey," meaning those engaged in a process of determining their medical and disease status. This period is often characterized by high stress, as children and families face the unknown, paired with multiple medical procedures varying in invasiveness. The authors interviewed mothers regarding the specific procedures encountered by their children, finding that surgery and other sedated procedures were less distressing than less invasive procedures such as blood tests and radiography, for which little preparation was offered. When asked about helpful interventions, participants most commonly named distraction, providing information about what would occur, giving a reward following the procedure, bringing a comfort object for the child, giving the child control over aspects of the procedure when possible, and sedation or medication. Other helpful factors included familiar providers and familiar environments, and aspects related to who was present in the room, including the number of people, and the mood of adults.
Literature in other areas of medicine has integrated pediatric psychology findings into recommendations for clinical care, and DSD programs can potentially apply this knowledge to medical encounters including genital exams. This is consistent with Sandberg & Mazur's (2014) assertion that DSD can be conceptualized as chronic and congenital pediatric conditions. For instance, the American Heart Association published a paper with recommendations for preparing children for invasive cardiac care, integrating similar recommendations to those emanating from the CSA literature (Leroy et al., 2003) . They recommend child, family and health assessment, and interventions that include information provision in multiple forms, coping skills training, play therapy, peer modeling, and counseling. An interesting recent study described a novel intervention for children with Autism Spectrum Disorder with fear of medical procedures, which involved graduated in vivo exposure in conjunction with reinforced practice and modeling (Gillis, Natof, Lockshin, & Romanczyk, 2009 ). Many other approaches have been published across other pediatric fields, including interventions for relief of pain and anxiety in pediatric emergency settings (Fein, Zempsky, Cravero , and the Comittee on Pediatric Emergency Medicine and Section on Anesthesiology and Pain Medicine, 2012), intervening with parents during pediatric cancer treatment to decrease distress (Peterson et al., 2014 ) and a host of other pediatric realms, all of which could be reviewed for possible relevance to the care of youth with DSD and their families. As an example, Holmbeck and Aspinall (2015) reviewed lessons from the developmental psychopathology literature in spina bifida and craniofacial conditions, as they might be applicable to youth with DSD.
The Pediatric Psychosocial Preventive Health Model (PPPHM) may also be of particular relevance to the DSD population, as these patients are likely to vary in their levels of distress and anxiety in the medical setting. Involving a biopsychosocial framework, the PPPHM can be used to modify treatment based on the specific needs of children and caregivers (Kazak, 2006) . In this framework, interventions are conceptualized as occurring at three levels: universal, targeted, and resilient (Kazak, 2006) . Universal interventions provide general support and allow opportunities to screen for risk, while at the targeted level, interventions can be geared toward acute distress and specific symptoms as needed. In the clinical/ treatment level, a behavioral health specialist can be used to work with the family when symptoms are escalating and the family is high risk. This type of model can be helpful when there is variability of response and distress associated with an intervention, as with the CSA medical exam. Speculatively (as the requisite research has not been conducted), children and families with DSD may have similarly varying levels of distress associated with the genital exam, and a comparable approach may be able to be effectively used.
Summary, Future Directions, and Conclusions
Research on the impact of the genital exam on children and adolescents is sparse. As outlined in this manuscript, psychological findings in the CSA pediatric population, who undergo genital exams under circumstances of stress, suggest that fears and anxieties are not universal and can be linked to a number of variables. This literature is generally optimistic, suggesting that helpful interventions are possible, easily implemented, and often effective.
Based on this review, we make the following recommendations: (1) information should be given to caretakers and youth before the appointment visit regarding what to expect during the medical visit and genital exam; this information should be provided in a nonauthoritative manner, allowing for open communication, questions, and concerns to voiced; (2) when appropriate, parents can be encouraged to talk to their children about the exam ahead of the appointment, with input from the team about appropriate communication; (3) physicians can be trained to provide reassurance about positive aspects of the exam, while maintaining full disclosure about all findings; (4) youth can be given control of various aspects of the exam to the extent possible, and encouraged to communicate with providers; (5) children should not be forced to participate in an exam if acute distress is too high; (6) efforts should be made to reduce the possibility of stigma and shame, which may entail asking permission for trainees to be present in a context that encourages a child and parent to deny consent if that is more comfortable, and reducing the number of specialists in the room to only essential participants; (7) youth and family distress should be assessed routinely with interventions tailored to the unique needs of the family (such as stress reduction and coping techniques); (8) research needs to be encouraged and integrated into clinical care to further our understanding of the unique experiences of youth with DSD and their caregivers, and to evaluate novel interventions.
Opportunities abound to systematically evaluate and improve medical experiences of patients with DSD. Virtually no studies have been conducted to assess distress and anxiety related to the genital exam in youth with DSD and their families. We would propose using a mixed-methods design to better understand the impact of the genital exam and medical experiences on these young patients and families, evaluate risk and protective factors, and then use these data to pilot an intervention to reduce distress and prevent negative emotional consequences in this population.
As youth and caregivers cope with the complexities of a DSD diagnosis, it behooves the interdisciplinary team to function as their ally and partner. Formal sensitivity training could be of benefit to trainees and providers who are going to be involved in the care of this patient population. Additionally, pediatric psychologists can play a pivotal role in preparing patients and families for the examinations, and by increasing awareness about the recommendations described above among other members of the care team. Creating a medical setting that prioritizes sensitivity and stress reduction will enhance receptivity to medical care, increase trust in providers, and promote positive outcomes.
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